What are the effects of Rett syndrome?
Rett syndrome is generally described as having four stages. As stated above, infants often begin developing at a typical pace and then in the first stage (6-18 months) begin losing some skills. Infants and toddlers may lose the ability to make eye contact, sitting or crawling may be delayed, and growth may be slowed.
In Stage II (1-4 years of age), children often lose the ability to control their hands. Repeated hand wringing, hand washing, and clapping or tapping motions are common characteristics. Breathing challenges such as apnea and hyperventilation may occur. Motor movements may prove difficult and slowed head growth is often noticeable at this stage. A loss of interest in social interaction and communication may occur.
In stage III (2-10 years of age), the ability to perform motor functions may be lost. Seizures are common. However, many report that communication and alertness are improved during this stage.
Stage IV often includes muscle weakness and curvature of the spine. The ability to walk may be lost. However, repetitive hand movements and eye gaze tends to improve during this stage.
Can Rett syndrome be treated?
While there is no cure for Rett syndrome, management of symptoms can greatly improve quality of life. Medications may be appropriate for breathing irregularities and to control seizures. Occupational therapy will assist children with skills like dressing and feeding. Physical therapy may improve and prolong motor movement. Speech-language therapy may help to improve both understanding and expression of speech verbally or through an assistive technology device.
How will having a child with Rett syndrome affect my family?
It may be beneficial for a family with a member with Rett syndrome to seek group support. Membership in the International Rett Syndrome Foundation helps families get information on the latest treatments and therapies, and also helps them to connect with others in similar situations. Many issues experienced by people with Rett syndrome are similar to what people with autism spectrum disorders face, so membership in a local chapter of The Arc or Autism Society can be helpful for learning about special education law, local programs, and new therapies.
Please see reverse for resources.
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Rett Syndrome
Who We Are and Who We Serve
The Vanderbilt Kennedy Center (VKC) works with and for people with disabilities and their family members, service providers and advocates, researchers and policy makers. It is among only a few centers nationwide to be a University Center for Excellence in Developmental Disabilities, a Eunice Kennedy Shriver Intellectual and Developmental Disabilities Research Center, and a Leadership Education in Neurodevelopmental and Related Disabilities Training Program. The following are some of the ways the Center's programs and staff can assist families, educators, and other service providers. 
Tennessee Disability Pathfinder
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